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99711 CONGRESS | Rerorr
2d Session SENATE 99-337

ACQUIRED IMMUNE DEFICIENCY SYNDROME SERVICE

COORDINATION ACT OF 1986

Jury 23 (legislative day, JuLy 21), 1986.—Ordered to be printed

Mr. HartcH, fron the Committee on Labor and Human Resources,
submitted the following

REPORT

['I‘o accompany S 2345]

The C'dﬁitiii‘utee on-Labor and Human Resources, to which was
referred the bill (S. 2345) to authorize the Secretary of Health and

Human Services to make grants for demonstratmn projects for net-
works of services relating to acquired immune deficiéncy syndrome,
and for other purposes; %avmg considered tiie sume, reports favor-
ably thereon with an amendment i in the nature of a substitute and
an- amendment to the title, an? recommends that the bill as

amended do pass: o
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projects on cost effective health and support systems for individ-
uals who have AIDS or are infected with the AIDS virus. The serv-
ices to be provided could include: () comprehensive -ambulatory

care services specific to the diagnosis and treatment of AIDS; (2)
home health care services, hospice services and respite care serv-
ices; (3) counseling and mental health services; (4) case manage
ment services; and (5) education for nealth personnel concerning
AIDS and infection with the AIDS virus. - S -
— Any entity wishing to receive a grant for a demonstration project
must submit an application to the Secretary. The new section au-

thorizes apprepriations of $40,000,000-for- fiscal year 1987. Grants
made under this new section may not exceed $1,000,000. The Secre-

tary mey not make grants to any entity which has received a grant
urnder section 301 of the Public Health Service Act for a demon-
stration project on the delivery of health care services to AIDS vic-

tims. Applications from areas with a current or projected high inci-
dence of AIDS will be given special consideration by the Secretary.

Grants made under section 391 may not be used for construction or

renovation; reduction. of previous deficits, payment for items or
services covered by the Social Security Act, or payment for inpa-
tient hwpitalsergi@: - -- o - R

The bill also directs the Secretary to conduct-a survey to deter-
mine-the total number of U-S: children with-AIDS who-have been
abandonea by their parents, the problems encountered by social
service agencies in placing children-with AIDS in foster care; and
recommendations for improving the care of children with AIDS

who lack parental involveraent and support.

R : Bﬁéiﬁééiﬁiim NEED FOR i;i:'cr;iét.&fﬁ:cjﬁ’
._AIDS is a newly observed medical syndrome which impairs the

immune system and leaves affected individuals susceptible to infec-
tions and cancer-that would not be a threat to those whose immune
systems were functioning normally. AIDS was iritially recognized
and described by health officials in the summer of 1981. Since that

time, over-22,000 cases of AIDS in the United States have been re-

ported to the Centers for Disease- Control-(CDC), primarily amon
male -homosexuals and -intravenous drug . abusers. The actua

number of AIDS cases is higher, perhaps much higher, than the of-
ficial CDC statistics: €DC estimates that 20 percent of AIDS cases

are not being reported. There is_also an undercounting by CDC

itself because the definition of reportable AIDS is narrower than
Zhé actual clinical that occur. T N

- For every known case of AIDS, between 50 and 100 people are
thought to be infected with the AIDS virus but have not yet experi-
enced any sym

iced a mptoms. How many of these individuals- (now - num-
bered at 1 to 2 million) will go on to develop AIDS is unknown, but
current estimates are that 25 to 30 percent wiil develop signs and
chronic symptoms of the disease witg: five years. Other research-

ers think that eventually 100 percent of those infected with the
AIDS virus will be affected in some way by the virus.
Symptoms may not appear for as long as seven years following

infection and during this “incubation period” the infected indieic
ual may unknowingly spread the virus to others. Once infected, an

o




g
md1v1dual carrles the AIDS virus for - hfe Although the -virus has

been found in blood, semen, sweat; breast milk; vaginal: secretions;
saliva: and tears, it is believed to be transmitted primarily through
sexual mtercourse ‘Researchers think that individuals are probably
most contagious very early: in the course of the infection, and
therefore the virus is usually passed on by a seemmgly healthy
sexual partner.” - i

In the United. States, AIDS continues to strike mamly male ho-
mosexuals (73-percent of AIDS cases) and-intravenous drug-abusers

(17 percent of AIDS cases).- However, most researchers are con-
vinced that the peril of AIDS reaches far beyond the currently
identified -high. risk grou . The percentage of new AIDS ‘cases in
the UUnited States spread 7 heterosexual contact has doubled since
1984 from 1.1 percent-to 2. 1 percent during the first four-months of

1986. The Public Health Service. predicts a. continued increase in
the -proportion of AIDS cases diagnosed in heterosexuals over the
next five years. - .. -

Preliminary SttIdI% on Amencan mlhtary recruit apphcants by
the Walter Reed Institute of Research indicate that young Ameri-
cans were infected with the AIDS virus at higher rates than ex-
pected by most experts. In addition, the sex ratio: of the infected
recruits was 5 men-to 2 women, much lower than the ratio of 13 to

1 found in AIDS cases to date. In New York City, the male to
female ratio of AIDS infection among recruits was close to one to
one (1.2 to 0.9). These numbers point to an mcrease in the sproad of
AIDS among -heterosexuals: -

Patients with AIDS do not recover from their unmunodeﬁgleggy
They may recover from a specific infection only to develop another.
One recent study showed that 14 percent of AIDS patients died
during their initial hospitalization. Of those that survive the first

hospltal visit, 59 percent had s tafent more than 36 percent of their
remaining t1me in the hospital and 40 percent spent more than
half of their time in the hospital. The average length of stay and
cost of hos caintahzatmn are three times greater for AIDS patlents
than typical non-AIDS patients. - -

A €DC study published in January 1986 estimated that the aver-
age AIDS patient: is hosgltahzed for a total of 168 days resulting in
expenditures of $147,000 per. patient. Another more recent study,
which focused on AIDS: cases in San Francisco. General: Hospital
diiring 1984, estimated that the total lifetime cost of Hospitalization

for an AIDS victim ranged from $60,000 to $75,000. These lower
cost estimates reflect the reduced treatment costs achieved at San
Francisco General Hospital, the first to replace expensive intensive
care for AIDS patients with an incre emphasis on outpatient
care. However, the costs of caring for AIDS patlents contmues to
very widely across the country: :

A Pubhc Health Service-report released on- June 5, 1986, predlct-
ed that in five years AIDS will be one of the top ten causes of
deathin_the country. By the end of 1991, a curulative total of
270,000 AIDS cases will have been —dlegjnosed -and- approximately 5
million Americans will have been infected with the virus. During
1991, the report projects 145,000 Americans will seek treatment for
AIDS at a cost of between $8 billion ‘and $16 billion, or: approxi-
mately 2.5 percent of total personal health care expenditures in

E]
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this country Thls cost prg}ection is based oti the assumption- that

the average cost per patient will be about 346,060, a figure derived
from current health care costs for AIDS patients in- the San Fran-
cisco area. However, this figure may be unrealistically low because

the gay commnmtsun 8an Francisco provides support and home
care services for AIDS patients, making their averag'e cost lower
than the national average.

The Public Health Service jgredlcts that desplte the beet eﬁ‘o::ts of

our country’s scientists, there wiil be neither an effective vaccine
nor-a means of preventing an infected person from developing
AIDS before 1990. Until such mechanisms become aveulable, AIDS

victims must be treated with humaneness and compassion. Howev-
er;- their care must be administered rationally and effectively in
order -to make the most efﬁc1ent use of the country’s health care

dollars:

- Only recently pnvate and pubhc ‘sector initiatives to stlmniate
developnient of alternative modes of health care delive ﬁ to-those
infected ‘with the AIDS virus have been undertaken. The Robert

Wood Johnson Foundation has set aside funds to sunport the estab-
lishment of as many -as 10 projects for community-based specialized
comprehensive health and supportive services for individuals with

AIDS and A¥DS-related disorders. In addition, the Department of
Health and Human Services under section 301 of the PHS Act, as
directed by the Senate Appropriations Subcommittee on Labor,

Health and Human Services, and Education, has begun to imple-
ment four demonstration projects aimed at developing alternative
AIDS service delivery methodologies. Grants as provided in S. 2345

will stimulate further creatlwty m the area of semce dehvery to
AIDS patients. .
- Grants made under section 391 of the Pubhc Health Service Act,

as provided in S. 2345, would finance demonstration -projects to es-

tablish cost effective networks of outpatient medical services for

AIDS patients as an alternative to_long-term hospital inpatient
services which are proving to be inefficient and expenmve, S. 2335

would also provide counseling and mental health services for AIDS
patients and individuals who have a positive test for the AIDS
virus - and -case- management -services to engure that such -individ-

uals obtain the full range of available: services. Education about
ATDS and the AIDS virus would be provided for workers in occupa-
tions which bring them in-contact with AIDS -patients.-

Lastly, the bill directs the Secretary of Health and Huma.n Serv
ices to-determine how many children with AIDS have been aban-
doned by their parents, and the problems encountered in placing
such children in foster homes. As of June 30,1986, CDC had. re-
ceived reports on a total of 310 cases of ATDS in chﬂdren, of whom
189 are now-deceased. The vast majority of children with AIDS

(17%) acquired the disease from their parents, most of whom are
IV drug abusers.

III HEARINGS AND HISTORY OF S 2345

On Apnl 16 1986 the committee held hearmgs on federal eﬁ'orts
in AID3 research prevention and treatmeént and health policy in-

<
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volvmg the public and przvate seclor. The followmg 1nd1v1duals tes-
tified:
-~ Donald- lan MacDonald Actmg Assistant Se"retary for
Health; Public Health Semce, Department of flealth and
Human Services. -
- “Walter Dowdle, Acting. AIDS C’ooramator Pubhc Health

Service, Department of Health and Human Services. 7 )
dJ. Jarrett Clinton, Deputy Aseistant Secretary of Defense for
Professional Affairs and Quality Assurance.

Nathan Smith, National Hemophilia Foundation.

Jeffrey Levi, National Gay and Lesbian Task Force. .~ =

Helen G. Kushnick, American Foundation for AIDS Re-
sep:ch. - e

Harvey V- Fmebex:g, Harvaru School of Pubhc Health

Ann E. Scitovsky, Paio Alvo Medical Foundation. = - -

~Barbara Lautzenheiser, Trans American Occidental Life In-

_ surance Company, Health insurance Association of America. -

- On April 21; 1986, S 2345, the Acquired Immune Deficiency Syn-

drome Counselmg, Educatlon and Services Act of 1986 was intro-
duced. in the Senate by - Senator- Kennedy and referred to the Com-

mittee on Labor and Human Resources. On June 25, 1986, the com-
mittee mec and ordered the bill to be reported favorabiy to the
Senate with an ametidimert in the nature of a substitute.

-

IV. TeXT OF BILL A8 Rmponm

Stnke all after the enactmg clause and insert the followmg
FINDINGS

SEC 2. The Congress ﬁnd;s that :

(1) Acguired immune deficiency syndrome is a catastrophlc divease and publxc

health problem with consequ.ences which pose significant challenges to Amari-
can society. It has been declared the Natlon’ “number one pubhc health priori-
ty))
- (2) As of June 1986 over 21;500 cases of acquired: immune deficiency syn-
drome: have been reported: According to estimates by the Public Health Service,
by 1991 there may be 196,000 cases of acquired immune deficiency syndrome
and 125,000 deaths from acquired immune deficiency syndrome. The number of
Americans who are infected with the- AIDS v1rus 15 currently estlmawd to be
between 1,000,000 and: 1,500,000 individuals: -

(3) The: Public Heaith Service estimates that by 1991, the direct costs to pro-
vide health care for individuals' with dcqiired immune deﬁcnency syndrome will
be between $8,000,000,000 and $16,000,000,000. In 1986, it is estimated the
United States- will spend between $870,000,000- and - $1;300,000,000 for health
care fer individuals with acquired immune deficiency syndrome. - -

- (4) The costs.of caring for individuals with acquired immune deficiency: syn-
drotiie are disproportionately paid for in certain urban centers. As of Jiine 1986,
there are 23 cities in which there are at least 100 cases of acquired immune
deficiency syndrome and 1,000 cases of acquired immune deficiency syndrome
related complex, -Careful coordmat;on of -health gervices has significantly re-

duced the cost of providing heaith care in some arban centers.
IMPROVED CARE AND mmm

Sl-:c 3 'ﬁt:le III of the Public Health Service Act is amended by addxng at the end
thereof the following new part:
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“Part J—Acquired Immune Defi~ienc Syndrome
“‘DEMONSTRATION PROJECTS FOR ACQUIEEP I'/MUNE DEFICIENCY SY/VDROME
_“Sec. 391. (a) The Secretary may make grants t~ public and nonprofit privete enti-
ties for demonstration projects for the development; -establishment . or_expansion ir
service areas of coordinating networks for ttie provision of comprzhensive and cost-
effective health and support systenis for elngxblé individoals: 3ervices to be provided
through eaci such network chall include—

(1) cot..crehensive ambulatory care services spec:ﬁr to the dxagnosm and
treetment of acquired iramune deficiency syndroine;

"(2) home health care services;, hospice services, and espite care services;

“(3) ccunselir.g-and- mental heaith services;
‘(4) case management services; and -
“(5) education for health (pemnnei concetrmg Ecqured immune aeﬁciency
-syndromie and concerning infection with the AIDS virts.
“(b) X grant made under this section shall 1.0t be used -for—
‘(1) the construction or major renovation of facilities;
- _*Y2) the payment or reductinn of deficits of en 2ntity which resulted from obli-
ganons whlcgll:vewamnﬁ by the entity prior-to the date on which the enmy
receives payment ymder a grant under this seclicn;

*(3): payment for items and services for whih: payme..t may be made under
title _of the Social Security Act .ir under & State plan approved under title
XIX of such Act;or -

“(4)-payment - for inpatient hospntal services. - o
__*(c) No grant may be made under this section ior a dem~nstration aprOJect unless
an application therefor-is submitted to tne Secretary in such form and at such time
as the Secretary may prescribe: Each such application eball contain—

(1) information demonstrating— :

“(A) that existing resources in *he seivice area ¢~ be sarved by the dem-
onstration project are insufficient to meet the vieeds of sych service area for

care and treatment of eligible individuals; and -
_.(B) that the entily applying for the grant has a - uccessful record of i man-

aging projects which provide a variety of health serviies;

;,‘,‘(2) assurances that-appiopriate local health care pmzndem,,énd,mluntaxy or-
ganizations have been consulted in development of the appllcatlon for the

gran”

“(3) evidence of coordination with, and support for t;he apphcatlcn for such
grant by, local public health authontlem,

*(4) assurances that the-network-to be: pupported by the gran* will have ap-
propriate relationshipe with a-. academic heaith center; -

-“(5)-assurances that such network will make every reasonable eﬂ‘ort to collect
appropriate reimbursement for health services gg v1ded by or through such net-
work to persons who are entitled to insurance benefits under title XVII of the
Social Security Act, to medical assistance under a State plan approved under
title XIX ‘of such Act, or to assistance for medical expenses under any other
public assistance program or private hiealth insvrance program;

“(6). agsurances that Federai funds made aviilable under this section for any
period will be used to-supplement and increase the level of “State, -local, and

other non-Federal funds that would in the abeernce of such Federal funds be

made gvailable for the services for which funds are provided unde: this section
and will in no-event supplant such State; local, and other- non-Federal funds;
_4T) a_description of the manner-in ,vzhr:h,,,the entity ‘applying for a grant
under- this- section - will - evaluate the services and activities provided by -or
:l;%ough the network to be developed, established, or expanued with such grant;
- “(8) such other information as the Sectetary may presc'nbe S
*d) In making grants under this section, the Secretary shall give special consider-
ation -to qlxllcants from service areas with current or projected high incidences of
eligible 1ndividuals, including service areas with current or projected high inci-
dences of eligible : mdnnduals ‘who are children or who are iztravenous drug abusers.
-_“f .y The Secretary may not make a grant-under this section in any fiscal year to
any entity which receives or has received a_ t under section-801-of - thmAct pur-
suant to the provisions of Public Law 99-178 for a project demonstrating the deliv-
ery of health care services to victims of &b%mmred immune deficiency syndrome.
*(f) No grant under this section for any year may exceed $1,000,000:
“(g) For purposes of this section—

”
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“(1' the terin ‘eligible indi-dual mHiestis any ifidividual who has ocqumed
iratiune deficiency syndrume or any individual who is infected with the AIDS
VIFUS;

“2) the term nonproﬁt pnvate enmy means_an orgamzatxon which is
exem:pt from taxation under section 501(cX3) of the Internal Revenue Code of
w34 (other than a pnvate foundation as defi ned in section 509(a) of such Code)
an :

“(3) the term ‘service area’ means & metrcpolitan area which has.a swmﬁcant
incidence of acquired immuneé deficiency syndrome, as determined by the Secre-

“(h). l"I'yo carry ot this sectlon there are authorized to be appxjopnated 540 000 000
for fiscal yea. 1987. Ar.iounts appropriated under this sectxon shall remain available
for obligation or expenditure unti! September 30, 1988.”

SURVEY ON CHILDREN WITH ACQU[RED IMMUNE DEFICIENCY SYNDROME

Sl'-:c 3. The Secretary of Health and Human Semces shall conduct or shall pro-
vide for the conduct of; a survey to determine— -
~-(1)- the_total -number_of children in the United States with acquired immune
deﬁclency syndrome whao have been abandoned by their parents and are living
in hospital environments; - :
(2) the total humber of children in the United States witk acqulred lmmune

defi iciency syndrome who have been placed in foster care;

(3) the problems encountered by social service agencies in placmg chxldren
with acquired immune deficiency syndrome in foster care; and
{4) _recommendations_for im roving _the carn of chxldren _with. acquxred
immune deficiency syndrome who lack ongoing parental involvement and sup-
port.
Amend the tltle 80 as to read

ices- to make grants for demonstration projects for net-
works for services relating to acquired immune deficiency
syndrome. and for other purposes.

V COMMHTEE V'n.ws

tee reports an amended version -of S. 23457 as a tlmely and- impor-

tant measure designed to facilitate progress: in our nation’s war

against the Acquired Immune Deficiency Syndrome (AIDS). -

AIDS ‘is a_catastrophic disease and public health problem: whlch

poses significant challenges to American society and difficuit
health policy choices to legislators. 't has been declared the natlon-

al “number one public health priority.”

_ In June 1986, the Piiblic Health Service reported that over 20,000
cases of AIDS had been: reported in the United States since the
disease was recognized in j981. The Public Health Service co.-
servetively estimated that that number would increase tenfold by

1991. Moreover it predicted that the annual direct costs of provid-
ing -health care to-individuzls afflicted with AIDS would rise from

its_present $870 millicz: to:$1.3 billion range, to between $8 and $16
biliion. The ecenomic burden: of carirg for individuals with AIDS is
currsntly borne and will continue to b borne in the future dxspro—

portionately by certain urban centers::
: e basic scientific advances in- AIDS research continue to be

made it is_clear from the Commtwe hearings of April 16, 1986
that an AIDS cure and an AIDS vaccine are not likely to be forth-
coming in. the near future.. Until acure -or -vaccine - for AIDS

become available, it will be necessary to foster development of high
quality, cost effective means of caring for lerge numbers of individ-

3
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uals with AIDS. In addition, it will be necsssary o use education to
contain and prevent spi.ead of AIDS infection and AIDS fear. - -

__Given the federal government’s responsibiiity to deal with epi-
demics and public healfl -mergencies, the Committee decided that it
was appropriate for-the federal government to authorize a one time
only program of demonstration grants to give areas; with both cur-
rently high and projected high incidences of AIDS, initial ;fli,gi,@iﬂsé
to begin to address the health care delivery astpects of this crisis. S:
2345, as amended, ’g’%’dﬁdéﬁ' the Secretary of the Department- of
Health and Human Services with the authority to make grants for

establishing -coordinating networks to develop ambulatory health
services for individuals who have been diagnosed-as having AIDS
or being infected with the AIDS virus. The Committee believes that
federal seed money for develo ug this type of activity is appropri-
ate and represents a sound fiecf;gf:;esn@n@ tothe AIDS erisis.- -
.. The €Committee chose to support local planning for this rapidly
growing public héélth;,émébiéiicy,in the form of a-demonstration
program. It chose not to establish a new categorical grant program,
as originally proposed by S. 2345, because of concerns that such an
approach -would establish-a- precedent of government-financing-of

health services for a single catastrophic disease: The Committee
felt that it was not setting such a precedent in the passage of this
legislation. - - : - . .

B: Purpose of Legislation: This legislation aims:to-provide:seed
money to facilitate development of innovative methods for-deliver-

ing high quality, cost effective health care to individuals with ATDS
and to encourage dissemination of up-to-date information about
AIDS to-health-care personnel.- ---

More specifically; the bill has been designed: L S
~ (1) to encourage those population -centers -with-a growing
number of individuals infected with the AIDS virus to estab-
lish coordinating networks of comprehensive health services
which will provide, in the most cost-effective manner, the full

range of services required by individuals with AIDS; - - =
(2) to encourage outpatient services for individuals infected
with the AIDS virus instead of relying extensively on more ex-
pensive inpatient hospital services; = = - . :
--(3) to encourge innovative care of children with AIDS and
drug-abusers with AIDS; and - oo DL
(4) to ensure: the provision of current information for health
__ personnel involved in the care of individuals with AIDS. - .
_ C. Specific. Comments on Legislation. This legislation is intended to
foster the development of innovative demonstration projects -of

coordinating networks for comprehensive AIDS health services
where they are needed nationwide. Because AIDS-is distributed
disproportionately in certain urban centers, funding priority should
be given to public and non-profit private entities in those 23 urban
centers in which there are 100 or more AIDS cases and in which a

nieed for AIDS services can be demonstrated: Innovative demonstra-

tion projects from other urban centers or areas in which AIDS cases
fall short i the 100-cases-threshold, while not of highest funding

priority, should not be discouraged, and an hﬁprd’ riate number of
such grants as determined by the Secretary, should be funded.

Yol
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--Grantees under this act may not simultaneously receive funds
pursuart to provisions- of-Public Law 99-178 for a project demon-
strating the delivery of health care services to persons with AIDS.
However,-it-is the-Committee’s expectation that these grants will
be administrated in the same fashion as those under P.L. 99-178.
In addition, if more than one grant (including c arable grants
by the Robert Wood Johnson Foundation) is awarded in a standard
metropolitan statistical area, it is expected that grantees will co-
ordinate with each other to the extent feasible. A grantee may use
funds to expand services already being coordinated if more support
will provide more service: -- - o -
- Services to be provided through each demonstration project must
include those described in Section 391(a). Other reasonable ambu-
latory or home care services, such as dental services, for example;
may be provided as well to any individual with AIDS or any indi-

vidual who has been infected with the AIDS virus. It is also expect-
ed-that networks will coordinate with and refer to appropriate in-
patient hospital services. Educational services for-health personnel

who treat or come in contact with people with AIDS should be pro-
vided by each grantee. Where appropriate such education may be
extended to include those who r posthurnous services.- - -

- Grant. funds may not be used for those purposes outlined in Sec-

tion 391(b). In addition, although it was the sense of the Committee

that the use of grant funds for direct payment. of unreimbursable
items and -services - was permissible; each grantee should make a
good faith effort to ldentifyi alternative local resources for-such nec-
essary -payments. It was elt that a prohibition of the use of grant

essary payments. It was
@9@;,&:9@@?3&:5@;@@@ -of eligible persons without the fi-
nancial means would unnecessarily undercut the ability to provide
comprehensive services; undermine the flexibility of the demon-
stration projects and prevent development of innovative and useful
new programs. In instances when the grant funds are used for such
purpose, the Secretary shoild closely scrutinize the rationale and

COSt?éﬁiéaéy Ofanh use. - e e gDl T TTITTTTT T T T
--The Committee recognizes that the chances of success of & given
demonstration project depends- on -the-degree- to which the input

and support of ,communitg,groups; local government and state gov-
srnment have -been-sought and -obtained in preparing the project
proposal. The Secretary should assure in the Erant,@vl,ewpzogém
that evidence of such input and support of the: coordinating net-
works be clearly documented. The Committee feels that one mecha-

nism for assuring such input and support of the demonstration
project-would be the establishment of a network advisory commit-
tee composed, for example, of local representatives of health care
professionals, health care institutions, mtﬂor voluntary organiza-
tions, religious organizations, governmental agencies, and individ-
uals with AIDS or AIDS virus:-infection: —--- . R
__Other-assurances outlined in Section 391(c) were viewed by the
Committee as necessary to assure appropriate evaluation of the
project; access of eligible individuals to clinical trials of AIDS medi-
cations or vaccines conducted-at academic health centers, continu-
ation of the project after the period of federal funding has come to
a close, appropriate stewardship of federal funds, and special con-
sideration of innovative projects concerned with children with
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AIDS or drug abusers Wlth AIDS There was partlcular COMCErn €3
pressed by Committee members about children with AIDS wh
have been abandoned-by their parents.-It-is-expected-that at leas

one or two grantees will specifically address this problem:
Amounts appropriated under the $40 million authorization ceil
ings of this bill for fiscal year 1987 remain available for obligatio

or expenditure until the close of fiscal year 1988. individual grant
ees are not required to adhere to this 2 year authorization limita
tion.

V"f VO’I‘EB IN GOMMI'ITEE

VIIL BUDGET ES’I‘IMATE

‘U.S. CONGRESS, -
eONGKESSIONAE BunGer chx-:,
Washingicn: DC. July 8, ].986'

Hon ORRIN: . PaTCH;
Chairman, Comiiiittee orn Labor and Human Resources, U.S. Senate
Washington, DC. . __

Dmm M= ﬁlAIRM&N The Congressmnal Budget Oﬁ'ice has pre
pared the attached cost estimate for S.-2345; the Acquired Immun:
Qef;gggnci Syiidrome Service Coordinatioi - Act of 1986, as-orderéc
reported by the Senate Committee on Labor and Human Resource
on: June 25; 1986.

-If you- wish further details on this estimate, we will be pleased t«
provide them: : -

With beﬁt WlShés,

Sincerely, = oo ~
RuporLrH G. PENNER, Director.
CONGRESSIONAL BubpGeT OFFICE CosT ESTIMATE

1 Blll number: S. 2345

2. Bill title: Acquired Immune Deﬁc1ency Syndromo Semce Co
ordination Act of 1986.- -

‘3. Bill status: As ordered reported by the Sénate Comniittee or
Labor and Human Resources on June 25, 1986._
-- 4. Bill purpose: To authorize the Secretary of Health and Humar
Semces to make grants for demonstration projects for network:
for services relating to acquired immune deficiency syndrome.

5. Estimated cost to the Federal Government:

o . s of ]

1987 1988 1989 1990 _ 1931

Ruthorization level... Q...
Outlays. R R H

The costs of this bill fall within budget function 550.

11




i1

_ Basis of Estimate: The ‘authorization level for demonstration

projects is stated in_ the bill. CBO assumes ihat all authorized
amounts_are fully appropriated at the beginning of each fiscal
year. Qutlays are estimated using spendout rates computed by CBO
on the basis of similar health service program data. = .- . ___
--Section 3 of the bill would require the Secretary of Health and
Human Services to- conduct a survey on children with acquired

immune deficiency syndrome in need of foster_care. It is expected

that the provision would not result in significant additional cost to
the federal government. - S

6. Estimated cost to State and local government: The budgets of
state and local governments would not be affected directly by the
enactment of this bill. The bill specifically states that federal funds
made available would be used to supplement, &nd not supplant any

state; local; or other non-federal funds otherwise made available for
such services. e
7. Estimate comparison: None. -
8. Previous CBO estimate: None. - = = =
9. Estimate prepared by: Carmela Dyer (226-2820). = - ,
- 10. Estimate approved by: C.G. Nuckols (for James L. Blum, As-

sistant Director for Budget Analysis).

~ The Committee has determined that inasmuch-as this is a new

authority, there will be a moderate burden imposed on the Execu-
tive Branch of government. New regulations will have to be devel-

oped, published for public comment, and a competitive grant pro-
gram conducted. However, this is not considered a permanent
authority and.is-intended to expire when the demonstrs' on pro-

grams are funded after FY 88.

. The bill provides that the Act may be cited as the-“Acquired

Immune Deficiency Syndrome Service Coordination Act of 1986.”
Section 2 of the bill lists the following four findings: .

(1) acquired immune deficiency syndrome (AIDS).is a cata-

strophic disease and an unprecedented public health problem;
- (2) as of June 1986, over 21,509 cases of AIDS have been re-
go ths; and by 1991, 196,000 cases are expected with 125,000
7@,,’:;,, Il L _ DDl z ol R Z N D B
_ () the Public Health Service estimates that by 1991 health
ﬁgre co%ts due to AIDS will be between $8 billion and $16 bil-
on;and - - - e - -

- (4) the costs of caring for AIDS victims are disproportionate-

- ly paid for in certain urban centers. = -

_ Section 3 of the bill amends Title I of the Public Health Service

Act by adding Part J—Acquired-Immune - Deficiency Syndrome.

Part J would contain one section, section: 391, Demonstration
Projects for Acquired Immune Deficiency Syndrome. o
- The new section 391(a) authorizes-the Secretary to-make grants

to public and nonprofit private entities for demonstration projects
on cost-effective health and support systems for individuals who
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have AIDS or are 1nfected thh the AIDS virus: 5. The services ; to be
provided shall includz:
--(1) comprehenrive ambulatory care semces gpecific in the d1-
agnosxs and treatment of AIDS;
(2) home health care semces, hosplce gervices, and respite
care services; .
3 counsehng and mental health semces,
(4) case- management services;-an
- (5) education. for_health personnel concermng AIDS and in-
fectlon with the AIDS virus. -

'Fhe new section 391(b) requires that grants made under thxs sec-
tion shall not be used for construction or renovation; reduction-of
previous deficits, payment -for items or services covered by title
XVIII or title XIX of the Social Secunty Act, or payment for 1npa-
tient hospital services, -

- The new section 391(c) regunes that an entlty w1sh1ng to receive

a grant for a demonstration: project-must submit an apphcatlon to
the Secretary. Each application must contain: i

a) i ormatlon demonstrating msuﬁicwnt _resources for the

05) assurances that local health care prov1ders and voluntary
organizations have been consulted in the development of the
grant; -

(3) evidence of coordination with and support of local pubhc
health authorities; =

t4) assurances of interactions with an academlc health
center o

(5) assurances that the apphcant will: attempt to collect reim-
bursement for health semces prov1ded to persons w1th msur-
ance benefits; .

(6) assurances that funds inade available under this section

are in addition to State, local and other non-Federal funds and

;nllds not supplant such State; local; and other non- Federal
un
(7). a description ef how the appllcant will evaluate the serv-
_-ices prov1ded with such grant. -
_ The new section 391(d) xov1des that the Secretary shall give spe-
cial consideration to an icants from areas with a current or pro-
jected high incidance o
-The new.gection 391(e) reg;es that the Secretary may not make
grants to:any- entity which received a grant under section 301
of the Public Health Service Act for a demonstration prOJect on the

delivery of health care services to AIDS victims.

The new section 391(f) stipulates that grants made under thls
section may not exceed $1,000,000. -

Ti > new section 391(g) rovides definitions for ehg1ble person;
nonj rofit _privaie entity and service area.

new section  891(h) authorizes approprlatlons of $40,000,000

for fiscal year 1987; and specifies that amounts approprlated may
remain -available through fiscal year 1988:

Section 3 of the bill directe the Secretary to conduct a survey to

determine the total number of U.S. children with AIDS who have
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been abandoned. by their parents and are living in hospitals or
have been placed in foster care, the problems encountered by social

service agencies in placing children with AIDS in foster care, and
recommendations for improving the care of children with AIDS
who lack parental involvement and support.
X. CHANGES IN ExisTING Law B

- In compliance with rule XXVI paragraph -12. of the Standing
Rules of the Senate, the following provides a print of the statute or
the part or section thereof to be amended or replaced (existing law
proposed to be omitted is enclosed in black brackets, new matter is
printed in italic, existing law in which no change is proposed is
shown in roman):

Pusiic HEALTH SERVICE ACT

TITLE [ll—GENERAL POWERS AND DUTIES OF PUBLIC
HEALTH SERVICE

LJ ; . . . LJ .

PART J—ACQUIRED IMMUNE DEFICIENCY SYNDROME

DEMONSTRATION PROJECTS FOR ACQUIRED IMMUNE DEFICIENCY
. SYNDROME

. Sec. 891. (a) The Secretary may make grants to pubiic and non-
profit private entities for demonstration projects for the develop-
ment, estabitshn,fentg,;@expgh;sibre;igsgrpige;@zé@;g coordiaating
networks for the provision of comprehensive —cost-effective
health-and support systems for eligible individuals. Services to be
pmvided thmugh each such ’wt,lyqr 4 Shqylngh,‘de“ IILoIoLIoLoToon
(1) comprehensive ambulatory care services specific to the di-
agnosis-and treatment of acquired immune deficiency s ndrome;

(2) home heaith care services, hospice services, and respite
care services; _ . o )
(3) counseling and mental health services;

(4) case management services; and L

- (5)-—-education - for health personnel concerning acquired

immunre deficiency syndrome and concerning infection with the
®A fvunt made under this-section-shall not be used for—

(1) the construction or major renovation of facilittes; -~ -~

- {2) the payment or reduction of deficits of an entity which re-

sulted from obligations which were incurred by the entity prior

to the date on which the entity receives payment under a grant
under this gsection; -~ -~ , :

(3) payment for items and services for which payment may be
made -under- title XVIII of the Social Security Act or under a
Staterpian,aptpmved, under title XIX of such Act; or

__ 4) payment for inpatient hospital services.- ,
{c) No grant may be made under this section for a demonstration

project unless an application therefor is submitted to the Secretary

14



14

in such form and at such time as the Secretary may prescribe. Each
such application shall contain—
(1) information demonstration—

(A) that existing resources in the service area to be served
by the demonstration: project are insufficient to meet the
rieeds of such service area for care and treatment of eligible
individuals; and

(B)-that tlzg gytz;y apgiyzng for the grant has a successful
record of managing projects which provzde a varzety of
health services; -

(2) assurances that apprvprzate local heaith care pmvzdvrs

and voluntary organizations have been consulted in develup-
ment of the application for the grant,

_(3) evidence of coordination with, and support for the applzca
tion for such grant by, local pubhc health authorities; -

(4) assurances that the n: vork to be supported by the grant
will have appropriate relationships with an academic health
center; - - - .

(5) assurances that such network wzli make every reasona5le
effort to collect appropriate rezmbursement for health services
provided by or through such network to persons who are enti-
tled to insurance benefits under title X VIl of the Social Securi-
ty Act, to medical assistance under a State plan-approved urider
title XIX of such Act, or to assistance fgr medical expenses
under any other publzc assistance program or private health in-
suranece-program

(6) assurances 'that Federal funds made available under this
section for any period will be used to supplement and increase
the level of State, local, and other non-federal funds that would
in the absence of such 'Federal funds be made available for the
services for which funds are provided under this section and

will in not event supplant suzh state, local, and other non-Fed-
eral funds;

(7) a description. of the manner in which the. entzty .applying
for a grant under this section will evaluate the services and ac-
tivities provided by or through the network to be developed, es-
tablished, or expanded with such grant; and
 (8) such other information as the Secretary may: prescnbe ,

@ In making grants under this section, the Secretary shall give
specuzl consideration to apphcants from. service areas with current
or projected high incidences of eligible individuals, including serv-
ice areas with carrent or pmjecte? high incidences of eligible indi-
viduals who are children or who are intravenous drug abusers.

(e) The Secretary may-not make a grant under this section in any
fiscal year to any intity which receives or has received a Igﬂ
under section 301 o} this Act pursuant to tke provisions of Public
Law 99-175 for a project demonstrating the. def ivery of health care
services to victims o quired immune deficiency syndrome.

()‘7 No oogrant u %us section for any fiscal year may exceed

(g) For purposes of thzs sectzon—;
(1" the term "eizgtble individual’ means any zndwzdual who
has acquired immune deficiency syndrome or any indivdiuals
who is infected with the AIDS virus;
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(2) the term “nonprofit private entity” means an organization
which is exempt from taxaiion under 50IicX3) of the Internal

Revenue Code of 1954 (other than a private foundation as de-

fined in section 509(a) of such Code); and : -
. (3) the term “service area” means a metropolitian area which
has a significant incidence of acquired immune deficinecy syn-
- drome; as determined by the Secretary.. e
(h) To carry out this section, there are authorized t: be appropor-
iated $40,000,000 for fiscal year 1987. Amounts appropriated under
this section snall remuain available for obligation or expenditure
until September 30, 1988.
SURVEY ON CHILDREN WITH ACQUIRED IMMUNE DEFICIENCY
i SYNDROME  __
Skc. 8. The Secretary of Health and Human Services shall con-
duct, or shall provide for the conduct of, a surjey to determine—

(1) the total number of children in the United States with ac:

quired immune deficiency syndrome who_have been abandoned
by their parents and are living in hospital environments;

-(2) the total-number of children in the United States with ac-

quired irimune deficiency syndrome who kave been placed in
foster cary; S o } S
---(3)-the problems encountered by social serv:ce agencies in plac-
ing children with acquired immune deficiency syndrome in
foster care; and = S ] : I .
- (4) recommendations for improving the care of children with
acquired immune deficiency syndromeé who lack ongoing parén-
tal involvement and support.

©

16




